Summary A qualitative study was carried out in order to investigate illness representations of people with non-epileptic seizures (NES) in relation to Leventhal's self-regulation or common sense model. Nine participants with NES took part in semi-structured interviews and transcripts were analysed using an approach from interpretative phenomenological analysis. Data were coded according to the five elements of the self-regulation model (identity, cause, time-line, consequences, controllability) and two additional themes. Particularly evident was participants' confusion about their experience, what to call their condition, and its cause. It was therefore difficult for participants to express clear ideas about the time-line of their illness and its control or cure. Also evident was a tendency to categorise illness in dualistic terms as either organic or psychological. There was some dissatisfaction with doctors where ideas about the nature of the illness did not match. It is concluded that a clear idea of illness identity and cause may be necessary for successful management.
Introduction
Non-epileptic seizures (NES) is a condition where clinical seizures occur without electroencephalographic evidence of epilepsy 1 but the seizures are still seizures 2 and likely to be as disruptive to an individual's life as epileptic seizures. However, despite a substantial literature on NES, very lit-*Corresponding author. Tel.: +44-117-918-6710. E-mail address: andrew.green@north-bristol.swest.nhs.uk (A. Green).
tle is known about the individual's experience of the condition. This contrasts with other conditions where there is also no established medical explanation, such as chronic fatigue syndrome (CFS) 3, 4 or irritable bowel syndrome 5, 6 and also contrasts with epilepsy. [7] [8] [9] The importance of understanding sufferers' perceptions of an illness is no longer doubted because they affect adjustment to the illness, acceptance of treatment and treatment outcomes. 10, 11 For most people it is important for them to know how to categorise or name their illness, 12 its causes 7 and whether, or how much, they are responsible for the illness. 13 A common finding in studies of illness beliefs is that people's ideas are often at odds with medical wisdom. [14] [15] [16] It has also been observed that, whether scientifically right or wrong, people conceptualise and discuss illness in scientific and dualistic terms. 12, 17, 18 This concurs with the long-standing observation that biomedicine is part of western culture 19 and that it is a dominant folk model of illness. 20 However, the medical model does not easily accommodate somatisation disorders, the existence of which, according to Kirmayer and Young, 21 is a reflection of the 'persistent mind-body dualism of western medicine' (p. 422); somatisation is a residual category between the somatic and the psychic which can accommodate the recalcitrant patient, who fits neither category, into the medical system. The evidence from a number of studies relating to medically unexplained symptoms (MUS) in general 12 and to irritable bowel syndrome 5 and CFS 3 suggests that many people seek to understand and explain their symptoms in biomedical terms, specifically, as part of an organic illness.
Numerous attempts have been made to construct models of lay beliefs about health and illness, but most relate to precautionary or preventative behaviour, for example, the health belief model. 22 One model that differs in addressing beliefs about illness experience is one self-regulation model, or common-sense model of Leventhal et al. 23 , which proposes that behaviour in relation to dealing with illness, as well as preventing it, can be seen in the context of the patient's own representation of the illness. The model assumes that people are active problem solvers and are motivated to avoid and treat illness in accordance with the perceived threat posed by the illness. The illness representation consists of five elements: identity (symptoms and label), cause, consequences (effects on life or life-style), time-line (time to develop and duration) and controllability or cure. In a three stage processing system, people are said to generate an emotional reaction to the illness as well as the illness representation; coping strategies are generated in the second stage and appraised in the third. The model has been used extensively in studies relating to a wide range of conditions. The research has been reviewed recently by Hagger and Orbell 24 who conclude that there is a moderate to strong relationship between illness cognitions, coping behaviour and illness outcomes.
The self-regulation model has been used in studies relating to MUS, specifically irritable bowel syndrome 6 and CFS 25, 26 and would appear to be a useful framework for investigating beliefs about NES. Evaluating the model in this context was one purpose of this exploratory study, thereby allowing the possibility that measures based on the model 27 might be used in further research. The principle aim, however, was to establish whether individuals' beliefs about NES could be elicited and understood so that subsequent studies might investigate possible relationships between beliefs and coping and outcome. Comparative data relating to people with CFS, with a fuller analysis of the model, will be reported elsewhere.
Method
Qualitative methods were selected as most appropriate for the initial exploration of such complex issues and to gain deeper understanding of personal beliefs. To achieve this, semi-structured interviews were conducted. The study was approved by the local research ethics committee and an opportunistic sample was recruited from neuropsychiatry outpatient clinics during a 6-month study period. All patients over the age of 18 at the time of diagnosis of NES, made by a consultant neuropsychiatrist, on the basis of ambulatory EEG and clinical evidence, were invited to participate. Some participants had a previous diagnosis of epilepsy (see Table 1 ) but none was known to have a concurrent diagnosis of epilepsy. Interviews were conducted by the first author in a hospital office or in participants' homes, according to their preference. They were initially asked to relate an account of their illness with minimum prompting from the interviewer; they were then asked questions relating more specifically to the elements of the self-regulation model (see Appendix A); questions were based on those used by Earll et al. 15 in a study relating to motor neurone disease. Interviews, which lasted between 30 and 60 min (average 40 min), were audiotape-recorded and subsequently transcribed verbatim.
An interpretative phenomenological analysis approach 28 was used to analyse transcripts. During repeated readings text was coded initially according to the elements of the self-regulation model (identity, cause, time-line, consequences, controllability); this accounted for a majority of the text. Remaining text was coded according to other themes derived from the data. Clusters of themes were noted and sought in later readings for confirmation or rejection. Issues of quality are important in both qualitative research and quantitative research 29, 30 and to ensure credibility of the data in the present qualitative study, transcripts were examined by the co-authors. 
Findings
Nine participants with NES were recruited. Table 1 shows the biographical details of the participants with the pseudonyms used here. Their illness representations will be described in relation to the elements of the self-regulation model and the other major themes that emerged. Quotes have been selected to summarise an individual's stated views and to represent the range of ideas expressed, that is, the majority view as well as the more extreme views.
Identity
In describing their illness the participants gave complex and sometimes unclear accounts of their experiences. However, despite the restriction and isolation, only one participant (Sally) regarded it as 'very serious'; the others considered it 'not serious'; George said it was 'inconvenient'. There was a tendency to talk about getting on with life in spite of illness; as George put it: 'Life goes as it goes, frankly, and you take each turning as you come to it'. Participants mentioned no positive consequence of illness, such as spending more time with the family or having chance to re-evaluate their life, although Julie and Sally said they had benefited personally from psychotherapy which had not, however, stopped their seizures.
Time-line
There was no suggestion that NES has any kind of course or that there is a 'disease process'. When asked about progress, participants often remarked that they did not look to the future and, like Shirley, took 'one day at a time'. While Barry indicated his condition might be progressive, only one participant, Bill, stated that his would get worse: 'it's not like you're young when you're going to grow out of it; I seem to be growing into it'. Another participant, Carol, thought hers would not change in 6 months, or ever. Sally, on the other hand, predicted some progress: 'I just think that they're just going to keep on improving'. Improvement for most others, however, seemed to be related more to their own efforts to control their problems (see below).
Controllability/cure
The participants mentioned few specific means of controlling their seizures or episodes. Carol said: 'Nothing can help' and Bill and Barry saw no prospect of any cure unless it transpired that all along they had had a tumour which was amenable to surgery. Bill and Shirley could at least prepare themselves if they felt an attack was imminent. ' 
Other themes
There were two significant themes that did not fit easily within the framework of the self-regulation model: one related to the participants' own acceptance of, or feelings about, their situation and the other to the acceptance and understanding of others. Participants' own feelings ranged from a sense of hopelessness through resignation to optimistic coping. This did not appear to relate to the duration of the illness. Carol seemed particularly hopeless about her future: when asked what might help, she said: 'open the ground and let me go inside'. The majority, however, appeared more resigned. For Julie seizures were a 'way of life' and Bill was 'used to it'. George spoke for several when he said 'life goes as it goes'. But for two participants there was an element of defiance as expressed by Shirley: if all I can do is [ ] learn to cope with it, well, I will'. Only Sally, who described her illness as 'very serious', made no comment about coping.
Acceptance by others related mostly to doctors. There was no mention of stigma and only one participant said that friends had rejected her although many had withdrawn themselves from social contact. Bill and Carol both said they saw no point in seeing doctors any longer (but did). Other comments related to a sense of fraudulence or to an inferred accusation of attention seeking; for example, The aim in this study was to explore the range of participants' experiences but certain common themes have emerged. Participants tended to give an unclear account of seizures and they were uncertain what to call the condition and unsure about its cause while acknowledging a possible link with stress. Although consequences might appear serious to others, participants typically did not describe the condition as such and would either be resigned to having it or would be trying to cope. The illness was perceived as having no course and no control except through unspecified personal effort. Participants may have had perceived negative experiences with doctors or other health professionals.
Discussion
The purpose of the study was to investigate illness representations of people with NES and to evaluate the self-regulation model as a means of understanding them. However, before discussing the findings it is necessary to consider some methodological issues. It should be noted that as the object was to gain insight, it was not necessary or intended to recruit a 'representative' sample 31 although it has been observed 29 that it is important to include those who appear typical as well as those who appear divergent. The resulting group in this study included more men than are found in other studies (e.g. 85% women in one study 32 ) and had a higher average age. Age, however, is problematic since the age at which the NESs started is more relevant, but even that may be complicated by earlier, possibly incorrect, diagnosis of epilepsy. One constraint that must be acknowledged is the setting: it is possible that participants recruited through liaison psychiatry or neurology clinics, for example, would have had different experiences or beliefs. Having a former or concurrent diagnosis of epilepsy might also affect responses but no participant was known to have a dual diagnosis and changing diagnosis is characteristic of the population. 33 One objective of the study was to evaluate the self-regulation model and the data were therefore analysed using the model as a framework but it could be argued that this imposed constraints on the analysis. However, further consideration of the data suggests that while themes could have been classified differently, the issues still emerged and have been described as they relate to the different elements of the model: for example, uncertainty, confusion, wanting to know, loss, lack of control. The outstanding issue, which related to most elements of the model, was uncertainty.
Uncertainty was most striking in the participants' complex accounts and sometimes confusing descriptions of their seizures. This reflects the findings of Elderkin-Thompson et al. 34 who found that the narrative of patients with somatisation disorders in medical consultations was more likely to include ambiguities and to be organised thematically rather than chronologically. However, perhaps it should not be surprising that people give unclear accounts of what may be confusing experiences and this need not be confined to somatisation or MUSs: Faircloth 9 quotes unclear descriptions of the experience of epileptic seizures. Another possibility is that people with NES may have difficulty expressing their needs and feelings because of poor verbal skills 35 but the participants in the current study were mostly articulate.
Although participants were uncertain about their diagnosis, a likely initial conclusion might be that they had epilepsy. While self-diagnosis is possible in a relatively widely known condition like CFS, 4 self-diagnosis of NES is unlikely. Participants had not heard of the condition and the very concept of seizures that are non-epileptic would seem counter-intuitive for most people. Consequently, without a clear label or diagnosis it appears to be difficult for participants to have clear ideas relating to other elements of the self-regulation model. They were able to suggest general theories on cause, which could be categorised as organic or psychological, but no participant suggested an actual mechanism or process by which seizures occurred. Furthermore, without clear ideas on cause, it is not surprising that many participants were unable to offer specific ideas on time-line or control: they had no reason to believe there was any course of their illness. However, there was an indication of a relationship between elements of the model; it is notable, for example, that those with a firmer belief in a psychological explanation (despite a former diagnosis of epilepsy) believed they could take some control of their seizures. Similarly, it has been found that external attribution of cause of CFS (e.g. a virus) is associated with greater disability and poorer outcome. 36 It is probable that people wholly rejecting stress as a cause would have been unavailable to participate in this study since continued attendance at a neuropsychiatry outpatient clinic would be unlikely. However, a minority of participants discounted stress and still suspected epilepsy or some other organic cause of their seizures. It may be supposed that it would be a relief not to have a diagnosis of epilepsy but it is likely that there is less perceived personal blame with epilepsy. There is also likely to be less perceived personal responsibility for management, and more hope, with the prospect of anti-convulsant medication, as one participant explained, or even surgery. In contrast, Scambler 7 observed that stress was welcomed as a cause of epilepsy; stress might preclude a more threatening cause or it may suggest that the diagnosis is wrong and offer hope of a cure.
It is not clear why participants mostly considered their condition not to be as serious as might be expected. It has been found that people with NES perceive their seizures to be as severe as do those with the most severe epilepsy 37 and that NES may impose greater limitations than complex partial seizures. 38 However, there is evidence that many people with epilepsy may not consider that to be serious either, at least insofar that they were coping well. 8, 39 Studies in the USA suggest that people with NES and people with epilepsy have comparable levels of employment and income 35 and quality of life. 35, 38 Statements about coping with NES were similar to Schneider and Conrad's 39 pragmatic type of adjusted coping in epilepsy: 'I've got it and I'll deal with it'.
Although comments about coping were categorised separately from the self-regulation model they could, however, relate to emotional reaction to illness and its consequences. Remarks about understanding and acceptance by doctors do not appear to be linked to the self-regulation model and may be specific to MUS or somatisation disorders because of their position in relation to western medicine. 21 The findings that participants spoke of their illness in dualistic terms and reported perceived hostility from some doctors supports Kendell's 40 assertion that the distinction between physical and mental illness is still made by both lay and professional people. The general view of participants in this study was that organic illness was genuine whereas if it was considered psychological, it was less genuine; in that case participants were likely to feel rejected by doctors as malingerers, time-wasters or attention-seekers. The negative experiences of the participant who attended an accident and emergency department reflect the findings of a classic study of staff attitudes towards patients who did not have a 'real' illness. 41 The perceived rejection by doctors (GPs, neurologists, physicians) highlights a paradox for people with NES. A belief in an organic cause might help a person to make sense of their experience but they can be offered little help by general medicine once NES is suspected. On the other hand, attribution to psychological factors did not adequately explain the condition for the participants in this study; it may offer the possibility of some control but it remained far from clear to them how anything can help. As noted, those suspecting an organic cause were more likely to expect their condition to deteriorate while those with the clearest beliefs in a psychological cause were most positive about resolution.
With regard to evaluation of the self-regulation model, the findings suggest that a definite label (identity) whether right or wrong in medical terms, is necessary for a person to have definite ideas on the other elements of the self-regulation model. Williams and Healy 42 question the utility of the model if identity is never achieved; however, evidence from studies on CFS suggests that it is not necessary to have a representation of illness identity which is consistent with medicine in order to form ideas about other aspects of this condition. 25, 26 The difficulty for people with NES is that illness identity or diagnosis may be problematic and the findings of this study suggest that there may be a linear relationship between the elements of the model whereby identity must precede cause, and beliefs concerning time-line and control (themselves interrelated) depend on identity and cause. This observation will be discussed more fully in a further paper.
The self-regulation model proved to be a useful framework for investigating illness representations of people with NES although the model did not allow for a full explanation of these representations. Nevertheless, it is reasonable to expect people to have ideas about the elements of the model and that they do not is also a significant finding. If an illness experience does not fit within the self-regulation model, or common-sense model, it could be proposed that it does not accord with common sense in the way that, for example, a person with osteoarthritis might understand or explain their illness in terms of 'wear and tear'. As suggested, patients with NES do not always receive an understandable explanation from biomedicine. While protocols for the presentation of the diagnosis of NES have been devised 43 there is often still no real suggestion of cause that a person can understand. The challenge for clinicians, therefore, is to find a way of helping people understand NES in more 'scientific' terms so that they may begin to formulate their own ideas about control.
Conclusion
This study has shown that people with a diagnosis of NES express unclear ideas about their condition and that without a definite label for their illness, their ideas on other aspects of the illness are also unclear. It has also been found that people with NES are likely to conceptualise their illness in dualistic terms as either organic or psychological. The participants wanted a scientific or biomedical explanation; some favoured organic causes and felt rejected when psychological causes were suggested. These findings raise the question whether a clear illness identity and a clear understanding of, or theory about, cause are prerequisites for successful management or resolution. Further investigation is needed to explore the relationship between illness representations and outcome in NES and other MUSs.
